Objective: To broaden existing knowledge of pediatric end-of-life decision making by exploring factors described by parents of patients in the pediatric intensive care unit (PICU) as important/influential if they were to consider withdrawing life-sustaining therapies.
A PPROXIMATELY 40% TO 60% of pediatric intensive care unit (PICU) deaths follow a decision to withdraw or limit life-sustaining treatments. [1] [2] [3] [4] [5] [6] Pediatricians have described several factors that influence their consideration of withdrawing or limiting life-sustaining therapies: quality of life, an expectation of death despite aggressive medical management, suffering in the context of a poor prognosis, and societal resources. 2, [5] [6] [7] [8] [9] [10] Such factors may or may not correspond to those influencing parents' end-of-life decisions for their children. Most existing information on the views of PICU patients' parents comes from studies using surveys with fixed-choice responses, which may limit the depth of information obtained, or from those involving very few participants. [11] [12] [13] We therefore sought to broaden existing knowledge of pediatric end-of-life decision making by exploring factors described by PICU patients' parents as important/influential if they were to consider withdrawing life-sustaining therapies. We specifically explore parental willingness to consider withdrawing life-sustaining therapies and the influences of quality of life, physicianestimated prognosis, patient suffering, and financial burden on such decisions.
METHODS

DESIGN
The study took place at 2 academic tertiary care PICUs. Each hospital's institutional review board approved the study.
We conducted one-on-one semi-structured interviews from December 2002 through June 2004 using an interview guide that included 5 questions regarding withdrawing lifesustaining therapies. The first question, a general one about the option of withdrawing lifesustaining therapies, was followed by 4 others Author Affiliations are listed at the end of this article. that represented indications cited by medical care providers when considering withdrawing life-sustaining therapies, specifically: quality of life, physician-estimated prognosis, patient suffering, and financial burden. 2, [5] [6] [7] [8] [9] [10] Interviewers could rephrase questions for clarification as needed.
During the patient's PICU stay, an audio-taped interview, lasting up to 90 minutes, occurred in a room separate from the patient, unless the parent(s) requested otherwise. The trained interviewers, none of whom were involved in the care of the patients whose parents we approached, included the principal investigator (K.N.M.), 3 medical students, a medical anthropologist, and an instructor of medical Spanish with experience in medical education. Three interviewers spoke Spanish and interviewed Spanish-speaking participants using a certified Spanish translation of the interview guide. Following 1 interview that included 2 parents, we conducted only one-onone interviews because the presence of the other parent seemed to influence responses. We only present data from one-onone interviews. Additional details about the interviews and the interview guide appear elsewhere. 14 We obtained information about parents and patients, including demographics, from responses during the interview, parental completion of a short questionnaire following the interview, and a medical record review. Because some parents chose not to identify their ethnicity/race, we recorded the interviewer's assessment of ethnicity/race based on his/her overall impression and information gathered during the interview. We report ethnicity/race using both the interviewer's assessment and the participants ' responses to an open-ended question.
PARTICIPANTS
Interviewers asked PICU-attending physicians to identify English-or Spanish-speaking parents (age Ͼ17 years) of patients admitted to the PICU for more than 24 hours toless than 1 week and not admitted for presumed or confirmed abuse, neglect, or nonaccidental trauma. Because more than 90% of children admitted to the PICU have survivable conditions, most parents interviewed did not face end-of-life decisions for their children at the time of the interview. Both parents, if present, were invited to participate.
We interviewed parents until responses reached thematic saturation. [15] [16] [17] We recruited only African American and Hispanic parents during the last 6 months of the study to improve representation of these groups.
DATA ANALYSIS
Quantitative Analysis
All interview recordings were professionally transcribed verbatim; transcripts from interviews conducted in Spanish were then professionally translated into English. Interviewers reviewed transcripts against the tapes for accuracy.
We categorized responses using a coding scheme based on the interview guide. For example, responses to the question, "Can you imagine a situation when you would consider asking the doctors to stop the use of medicines or machines even if it meant that [your child] might not survive?" were coded as "yes," "no," "not sure," "unclear response," or "not asked." Using the coding scheme, 2 coders independently coded each transcript. We assessed coder agreement using a statistic. Ն0.51 is generally considered fair agreement. 18 Coders compared responses and resolved differences through joint transcript review to arrive at the final coding.
We present descriptive statistics based on the coded responses and the information obtained from the postinterview questionnaire and medical record review. We did not compare groups of participants because our study was not powered for such an analysis. Statistical analyses were performed using SAS, version 9.1 (SAS Institute, Cary, North Carolina).
Qualitative Analysis
Transcripts were uploaded into NVivo, version 2.0, qualitative software (QSR International, Melbourne, Australia). Thematic analysis of responses to the 5 questions proceeded using the grounded theory-based inductive process of identifying categories as they emerged from the data. 19, 20 Two authors separately identified categories and subcategories of common responses. Through an iterative process, the 2 authors arrived at a consensus and grouped the categories into themes. A third author reviewed the transcripts to verify the inclusiveness and accuracy of the themes and our representation of the data in this study. We could not confirm our results through "member checking" because we did not have long-term relationships with the participants.
RESULTS
We asked 117 parents of 102 patients to participate. Seventy-four parents (63%) of 69 patients (68%) participated. We completed 73 interviews. We did not analyze the one interview that included 2 parents for reasons described above. Tape recorder malfunction precluded the use of 2 interviews. We analyzed 70 interviews (Figure) . Table 1 and Table 2 present the patient and parent characteristics. Table 3 presents the withdrawing lifesustaining therapies questions, the coded responses, and their corresponding statistic.
QUANTITATIVE ANALYSIS
We asked parents their general view on withdrawing lifesustaining therapies before asking about specific influences. Some parents who responded "no," "not sure," or gave unclear responses to the general question responded "yes" to one of the subsequent questions. To illustrate how responses changed, Table 4 presents the affirmative ("yes") responses to questions 2 through 5 based on the responses to the general question. Sixty-one parents (87%) Figure. Study flowchart. *Excluded because both parents were interviewed simultaneously; †excluded because of tape recorder malfunction.
answered "yes" to a least 1 of the questions. Nine parents (13%) did not respond "yes" to any question.
We also asked parents, "Who should make decisions about limiting aggressive medical care or stopping the use of medicines or machines to keep [your child] alive?" Allowing for multiple responses to this question, 67 interviewees (96%) named the parents, 37 mentioned physicians (53%), 11 identified family members (16%), and 4 mentioned the patient (6%). Of those who named the parents, 35 also named physicians (50%). Of the 2 respondents who mentioned physicians, but not parents, 1 said he/she would defer to the physicians and 1 said the physicians and the patient should decide.
QUALITATIVE ANALYSIS
From the responses to our 5 questions, we identified the following 9 themes describing important influences on parental decisions regarding withdrawing life-sustaining therapies.
Quality of Life
Parents described aspects of quality of life that might influence them to consider withdrawing life-sustaining therapies. Some parents simply used the phrase "poor quality of life." Others described suffering, neurological dysfunction/ impairment, and dependence on machines. While suffering could be considered a subcategory of quality of life, we analyzed it independently for reasons noted below.
Parents often described severe neurologic dysfunction/ impairment using terms like "brain dead," "coma," or "vegetable." Many described scenarios in which their child could not interact with his/her surroundings. For example, participants used phrases like, "[T]hey have no ability to communicate. They don't have any feelings. They are not thinking." Some parents would consider withdrawing life-sustaining therapies if the physicians predicted severe neurological dysfunction/impairment.
Dependence on machines was discussed frequently. Some parents discussed dependence on machines in cases with no curative options: "[I]t would be just where there is just nothing more they [doctors] can do and she's not alive on her own without the support machines." Other parents talked about dependence on machines in association with neurological dysfunction/impairment. Some felt a Admissions related to a chronic disease included those of patients whose admission was the result of their chronic disease. Admissions related to an acute disease included those of otherwise healthy patients admitted for an acute disease or patients admitted for reasons unrelated to their chronic disease.
b Two patients were admitted for surgical evaluation and underwent a surgical procedure prior to the interview.
c Refers to the length of stay at the time of the interview. c People in this category described themselves as African American or black (n = 12), did not identify with a particular ethnicity/race (n = 4), reported a religious affiliation (n = 1), identified a nationality (n = 1), or responded that he/she was "all of them" when asked about race/ethnicity (n = 1).
d People in this category described themselves as white or Caucasian (n = 3), identified a nationality (n = 16), did not identify with a particular ethnicity/race (n = 10), or reported a religious affiliation (n = 1).
e People in this category described themselves as Latino or Hispanic (n=7) or identified a nationality (n = 10); 1 person of European background claimed to "keep the culture of the Latin people."
f People in this category described themselves as either Iranian, Asian, or of mixed African American and white background.
g Indicates coded data obtained from the parent during the interview. Ͼ0.51 for all.
h Includes 1 person of the Eckankar faith and 1 person who did not claim an affiliation with an organized religion and was not spiritual. 
Suffering
We consider suffering to be a second theme because parents repeatedly identified suffering as important in its own right as well as in the context of other influencing factors. Most parents did not define suffering. Some identified pain, physical or otherwise, as a form of suffering that might lead them to consider withdrawing life-sustaining therapies. One parent said, "There's some physical pain but it's more mental pain and agony. . . . I will consider all sorts of suffering as a factor." Some parents would only consider withdrawing life-sustaining therapies in the presence of suffering if there was no hope for improvement: "[I]f I thought that they were just going to keep suffering and suffering and they were not going to survive anyway, then I wouldn't want them to suffer." A few parents described neurological impairment or dependence on machines as forms of suffering. One parent said, "Well, if they told me that she would be a vegetable . . . I wouldn't want her to suffer that." Another parent said, "If [he] would have to stay on that machine without ever being able to come off that, that would be a lot of suffering for him."
Ineffective Treatments
Many parents said that lack of effective therapies would influence them to consider withdrawing life-sustaining therapies. Many comments reflecting this theme came in response to the question regarding physician-estimated prognoses. In the setting of a poor prognosis, some parents said they would simply have to accept the situation. One parent said, "[I]f they said there's nothing else that they could do . . . I mean, what can we do?" Others expressed willingness to accept the physicians' prognosis: "[I]f they felt that there was nothing they could do I think we would trust that opinion. We would withdraw support." Beyond specific responses to the question about physicianestimated prognosis, some parents said they would consider withdrawing life-sustaining therapies if their child had no hope of getting better and was suffering. In the absence of suffering, some parents said they would want to continue life support even if physicians felt that treatments were not working.
Faith
Parents discussed their faith and religious views frequently. Some described their faith or beliefs as a source of guidance in deciding to withdraw life-sustaining thera- pies. One parent said, "[I] would look for some kind of spiritual guidance." Prompted by our question on the influence of suffering, 1 parent talked about how in the afterlife there is no suffering: "[H]e is going to pass on to a better life, right, where he is not going to suffer anymore." One parent indicated that God or faith would direct decisions: "I can imagine a time me doing that. But it will be faith that I'm telling them this because I believe in God." Some parents talked of God's will and their belief that a higher power has the ultimate control. One person commented, "You are simply doing what God wants you to do."
Other parents explained why their faith would lead them to not consider withdrawing life-sustaining therapies. Again parents talked about God's power over such decisions. One parent said, "If God does not want me to keep him, well, He is going to take him . . . whatever may be done to him." Another person said, " [You] can't play like you're God or the higher power." While considering a child with a limited quality of life, 1 parent said, "But I feel that if the Lord put her here like that, it's a reason." Some parents said they would hope for a miracle or put their faith in a higher power, rather than physicians' actions or prognoses. One parent said, "God has been able to-to overturn what doctors have said." Prompted by the question on the influence of suffering, 1 parent likened suffering to Jesus' crucifixion and said, "Sometimes the suffering God gives us is worth it."
Time
For some parents, the passage of time had special significance. Some parents felt they could only consider withdrawing life-sustaining therapies after some indeterminate amount of time had passed: "If there had been enough time that a miracle was going to happen, it would be very hard, but I think sometimes it's the better scenario." In response to the question on physician-estimated prognosis, 1 parent said, "[I] would say I need a day or 2 to wait. You know, just to prepare." In their discussions of suffering, a number of parents said that over time, the combination of suffering without a chance of improvement would influence them to consider withdrawing life-sustaining therapies: "[I]f I thought he was suffering . . . after a month [and] his life is just going down and down, you know, I can't let him suffer no more."
Financial Considerations
Financial considerations came up primarily in response to the question regarding financial burden. Of the 5 who indicated that finances would influence their decisions, 3 parents said that without money they would have no choice: "If I didn't have the money and I end up running out of funds, it's no longer a choice for me." The majority of parents felt that issues of finance would not influence their decision: "We'd mortgage up to whatever we had to get her fixed."
General Rejection of Withdrawing Life-Sustaining Therapies
Some parents simply rejected the notion of withdrawing life-sustaining therapies. One parent said, "I don't think along the lines like that." Others insisted they would want the medical staff to continue all therapies and do everything possible to treat their child. Replying to our question about quality of life, a parent explained, "it wouldn't matter to me if she was a vegetable or . . . if I had to do everything for her like I did when she was a baby . . . I just want her here." Another parent contrasted withdrawing life-sustaining therapies in adults with actions regarding children: "[An] adult [is] more worn down oneself. But with a young [person] there are many possibilities." Only 1 parent indicated an unwillingness to consider withdrawing life-sustaining therapies because of a desire not to be responsible for making such a decision.
Mistrust/Doubt Toward Physicians
Parents who said they would continue all therapies regardless of the situation often used language that suggested mistrust or doubt of physicians. Many of these statements came in response to the question about the influence of physicianestimated prognosis. Some parents explained that they would want to "wait it out" because physicians often make mistaken predictions. One person said, "Doctors are not God and doctors have been wrong." Several parents said they would want to obtain a second opinion.
Reliance on Self/Intuition
A few parents claimed that an inner sense would drive their decisions. One parent indicated that she/he would rely on intuition and ignore poor prognoses because, "It's the feeling I would have." Another parent said, "When you are close to somebody you know one another. You know the inner part. So when it happens, she and I will know it."
COMMENT More than half of the parents interviewed said they could imagine a situation in which they would consider withdrawing life-sustaining therapies. Thematic analysis identified 9 factors important to parents considering withdrawing life-sustaining therapies. The relatively generous sample size and inclusion of parents from different socioeconomic and racial/ethnic groups (including Spanish speakers) whose children had a wide range of medical and surgical problems distinguishes this work from previously published studies in the field. Some themes identified, including quality of life, suffering, ineffective therapies, and financial considerations, reflect our questions and thus mirror indications for withdrawing life-sustaining therapies acknowledged by pediatricians.
2,5-10 However, parents conveyed these themes in response to our general question about withdrawing lifesustaining therapies as well as subsequent questions, suggesting broad agreement between parents and pediatricians regarding these decision-making influences.
The data highlight that parents' perceptions of their child's suffering is an important factor in their projected decision making. A large percentage of parents who responded "no," "not sure," or gave unclear responses to our initial questions about withdrawing life-sustaining thera- pies responded "yes" when asked about the influence of suffering. Moreover, we note the pervasiveness of this factor throughout the interviews. Others have also noted the relatively large influence of patient suffering on parents' decisions to forgo life-sustaining therapies. 11, 12, 21 No uniform definition of suffering emerged from our data. That the term suffering may have broad and varied meanings should remind clinicians to ask parents for clarification of key terms to avoid confusion.
Parents reported that physician-estimated prognosis carries less weight in their decision making. Perhaps this reflects parental mistrust of physicians (as 1 theme identified), that parents recognize physicians' limited ability to accurately prognosticate, that some parents simply refuse to consider withdrawing life-sustaining therapies (another theme identified), or that other parents have an unending sense of hope. Regardless, it highlights potential areas of discord between parents and physicians stemming from different outlooks on the meaning of ineffective therapies and parental struggles over "giving up" on their child's life.
Our findings support the previously described importance of religion and spirituality in end-of-life care and decision making. 11, 22, 23 In our study, parents' spiritual beliefs bolstered their inclination both to consider withdrawing life-sustaining therapies and to reject considerations of withdrawing life-sustaining therapies. This variable impact, also noted by others, 24 illustrates the complex influence that religion and spirituality have on parental end-of-life decisions.
We identified additional important influences on parents' decision making, such as the passage of time and reliance on self/intuition. In another study of PICU patients' parents, Sharman et al 11 also noted similar themes. They describe the influence of family and faith, time, and perceptions of the child's will to survive as influential factors for parents considering end-of-life decisions. Such factors, which professionals may not routinely consider, highlight another potential disconnect between how parents and professionals approach such decisions.
Our data identify a small but notable group of parents (13%) who would never consider withdrawing lifesustaining therapies. The presence of mistrust or doubt towards physicians emerged in our study and could partly explain parents' opposition to withdrawing life-sustaining therapies. The general rejection of withdrawing lifesustaining therapies reflects how some parents felt that withdrawing life-sustaining therapies simply does not accord with their personal values and life practices. While ethicists and medical professionals may regard withdrawing lifesustaining therapies as an appropriate option in certain circumstances, 15 some parents may have differing views regarding the legitimacy of withdrawing life-sustaining therapies.
Finally, our data show that parents' self-identify as key end-of-life decision makers. This conforms to reported Anglo-American norms, which support parents' role in such life-support decisions and runs contrary to fears that parents do not want that level of responsibility. 25 However, of the 67 parents (96%) who said they should participate in such decisions, 35 (52%) also identified physicians as key decision makers. Thus, our data suggest that many parents place a value on shared decision making.
The main study limitation stems from our asking parents hypothetical questions. Parents' reactions when confronting imminent end-of-life decisions could differ. Interestingly, 40 of the 70 parents (57%) interviewed thought at some point during the hospitalization that their child might die, suggesting that these questions had emotional salience for many of the participants. Though we had good participation (63%), our study is subject to the limits of recruitment bias. Parents who agreed to be interviewed could hold different views from those who refused. Attending intensivists may have biased recruitment by directing interviewers toward or away from parents of sicker patients or those facing difficult decisions. We did not focus on sicker children or children with chronic diseases. By coincidence, most parents interviewed were Christian. Thus, we caution readers that our results cannot be directly applied to all populations; further studies should be conducted to establish generalizability.
This study adds to our understanding of factors that could be important to parents of PICU patients who must make decisions about withdrawing life-sustaining therapies. Parents and pediatricians share common considerations, such as suffering and quality of life. But parents describe additional factors, including faith, time, and intuition, that are not always considered by pediatricians. Parents' perspectives on and beliefs about clinical findings may differ from those of the professionals, as demonstrated by some of our interviewees' reluctance to accept poor prognoses from physicians and by a sense of mistrust toward physicians. Such differences, along with the challenges related to using vague terms like suffering, represent potential areas of conflict. The range of opinions expressed by parents on withdrawing life-sustaining therapies for their children highlights the need for meticulous communication between health care providers and parents to promote understanding and effective decision making. 
